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The MISSION of Matrix Health Group is to provide individualized, 
focused services to people with bleeding disorders nationwide.

Our VISION is to enhance the lives of those we are privileged to serve 
by providing the best pharmacy and support services possible.

Corporate Office
3300 Corporate Avenue, Suite 104

Weston, Florida 33331
877-337-3002 Toll Free     954-385-7322 Office     954-385-7324 Office Fax

Dedicated to Making a Difference!

Mission and Vision
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Our Mission and Vision are realized through the value we place in our five 
guiding principles.  The five values represent the commitment to our employees, 
patients and the community, driving our organization to excellence.  These 
core beliefs define our culture and provide a means for us to measure our 
success.  By using these principles as a standard for excellence, we become the 
logical choice for consumers with specialty pharmacy needs.  These attributes 
represent the very best of what our company stands for and they remain at the 
forefront in all we do.

Integrity - Our professionalism, strength and stability come from 
our resolve to operate honestly, morally and with a higher purpose to 
meet and exceed the expectations of all.

Dedication - Our dedication is evident in our close attention to 
detail, personal touch, and resolve to advocate from the heart, giving 
each relationship a close, family feel.

Compassion - We are sensitive to each individual’s unique situation; 
our ability to listen, empathize and support those we work with 
distinguishes our business practice.

Enrichment - We understand that in order to perform at our best, 
we must always seek to learn and grow, while using our knowledge to 
assist and empower others.

Enthusiasm - Our confidence in the services we provide is illustrated 
by the energy, drive and passion we exhibit in all we do.
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M atrix on the Move !

Like us on Facebook!
Visit us today to learn more about our specialty pharmacy and support services, 
read popular articles from Matrix Health News, view photos, learn about our 
upcoming events and find information on the bleeding disorders community.  

“Like” our page to see how we are Dedicated to Making a Difference
in the lives of individuals with hemophilia, vWD and other bleeding disorders!

www.facebook.com/pages/Matrix-Health-Group/140849859422348
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Attention TRICARE Patients
Matrix Health Group is a specialty pharmacy devoted to caring for those with bleeding disorders.  We are 
dedicated, determined and committed to personalize your homecare experience with round-the-clock service 
and a comprehensive line of factor and ancillary supplies.  We offer a unique team of compassionate care 
coordinators with top-notch pharmacy and reimbursement services.  At Matrix Health Group, our goal is to make 
your life easier!
           We offer:

 

• Experienced, compassionate Care Coordination Team with a personal 
contact assigned to each patient for pharmacy, reimbursement and 
support services

• Specialized, knowledgeable Pharmacy Staff with a comprehensive line 
of factor products and complementary supplies

• With pharmacies near Ft. Lauderdale, Florida, Memphis, Tennessee 
and Los Angeles, California, our services span across the nation

• 24-hour delivery with emergency same-day shipments available
• Interactive physician relationships providing patients with custom 

treatment plans
• Specialty team of highly trained Billing and Reimbursement Staff 

dedicating to assisting with private and government insurance 
reimbursement needs

• Informative quarterly newsletter, Matrix Health Group News

Dear Readers,

It’s that time again... time for our annual Bleeding Disorder Camps 
Across our Nation list!

It’s also time to acknowledge those that make camp possible. Thank you 
to all the wonderful, giving people involved in bleeding disorder camps.  
Thousands of children and families across our country have reaped the 
benefits of your efforts.  From NACCHO to the directors and organizers 
to the devoted medical staff and all those working hard at local camp 
fund-raisers, none of it is possible without your generosity of time, 
dedication and commitment to our children and families living with a 
bleeding disorder.

Thank you to all the organizations, chapters and camp groups that sent 
us their camp information for 2015.  It’s a daunting mission to collect 
this information and we appreciate your attention to the task.

Thank you to everyone who shared camp stories with us for our 2015 
special issue of Matrix Health Group News.  We enjoy reading about 
what camp means to you.  Campers, junior counselors, adult counselors, 
directors, medical staff, parents, siblings...when you attend camp this 
summer, we encourage you to send in your own stories and photos 
about your experiences.  We would love to share your adventures!

Have a wonderful spring and have a great time at camp!  

Maria Santucci Vetter
Editor-in-Chief, Matrix Health News
maria.vetter@matrixhealthgroup.com

For more information regarding our 
services, please contact us at 

877-337-3002.
We look forward to hearing from you!

TRICARE
APPROVED!

A Note from the Editor

Now Available!

2015 
Spectacular Life!

Calendar
Packed with tons of photos of 

community members, our calendar 
highlights just how amazing life can 
be, even with a bleeding disorder!

Call, send an email or visit 
our website to request your 

complimentary calendar before
they are all gone!

877-337-3002
info@matrixhealthgroup.com
www.matrixhealthgroup.com

Available while supply lasts
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By Terry Stone and Paul Brayshaw

YOUR	HEALTH!
YOUR	VOICE!
YOUR	FIGHT!
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A tradition is a belief or behavior passed down 
within a group or society with symbolic 
meaning or special significance with origins 

in the past.  Without a doubt, this IS a perfect way 
to explain the true essence of NHF’s Washington 
Days.  Its roots were planted in the unsettled soil 
of past challenges this community faced; thanks to 
strong voices and heart-driven advocacy over many 
years, the hemophilia community has blossomed 
into a well-respected leader whose voice continues 
to drive change.  So just like the year before, the 
Nation’s Capital welcomed more than 300 advocates 
as they came from trains, planes, and automobiles 
to join this annual advocacy effort from February 
26-28th.  Armed with their families, their EOBs, and 
an unwavering dedication, they were ready to ask 
our nation’s legislators to help with several issues of 
concern.

The gathering site was the Marriott Crystal Gateway 
Hotel, host to yet another bleeding disorders family 
reunion and Washington Days event.  The first day’s 
meeting helped set the stage for the next day of 
visits on the hill by orienting attendees to the issues 
at hand, followed by dinner and time to network 
across state lines within one room.  The next day 
started with a hearty breakfast, while buses stood at 
the ready in the falling snow to transport the eager 
participants into the city.

The legislative agenda this year was three issues 
that impact the quality and affordability of expert 
care.  The first issue was the request to preserve 
the current funding level for Federal Hemophilia 
Programs.  Funding through the Health Resources 
and Services Administration and Child Health Bureau 
help support our HTC model of care which offers 
multidisciplinary services like physical therapy 
assessment, case management, and social worker 
support.  The CDC Division of Blood Disorders 
offers funding for HTC research, surveillance, and 
prevention activities.  Education and outreach 
programming so critical to community members are 
also subsidized thanks to the CDC funding.

Second on the docket 
is the need for 
legislation to open the 
door for better access 
to skilled nursing 
facilities for patients 
with hemophilia.  
Skilled nursing facilities, (SNFs) are short term 
facilities where people can go to recover from 
surgery.  Because reimbursement for their services 
is bundled into an inclusive rate comprising of room 
and board, nursing, and therapies; SNFs would lose 
a substantial amount of funds if they accepted a 
hemophilia patient because the cost of providing 
that patient with clotting factor would far exceed 
their daily bundle reimbursement.  Medicare allows 
for certain high cost services to be billed separately 
outside of the bundled rate.  If the law is changed, 
then more hemophilia patients would be able to 
access a SNF instead of having to stay in more 
expensive hospital facilities.
 
Lastly, support is needed for The Patients’ Access to 
Treatments Act (PATA).  There has been a growing 
concern that some insurance companies are creating 
a fourth specialty tier in their drug formulary and 
then moving expensive biological products into this 
tier.  Rather than paying a flat fee copay as with the 
other tiers, some patients are being asked to pay 
a percentage of the drug from 25 – 33%.  Many of 
these drugs are very expensive, like clotting factor.  
With no generic alternative, this can leave a patient 
in a difficult financial bind.  The bill, HR 460 had 
bipartisan support last year of 142 co-sponsors and 
is being re-introduced this year.  It levels the fairness 
in out of pocket expenses for all patients whether 
they use generic drugs or have no alternative but 
to use biological products for their life-sustaining 
therapies.
 
After a long and effective day on the hill, messages 
were heard and advocates for the bleeding disorder 
community felt accomplished that they did their part 
to help.  The tradition continues! 



Matrix Health Group Companies are now 
accepting applications for nine (9) $1000 
scholarships assisting individuals with bleeding 
disorders seeking higher education.  These 
scholarships honor the memory of several 
individuals who touched the bleeding disorder 
community in unique ways.  In addition to 
honoring the memory of these remarkable 
people, this scholarship program aligns with 
the commitment Matrix Health Group holds to 
Enrichment, one of five Guiding Principles forming 
the backbone of our company value system.

The scholarships offered by Matrix Health Group 
are unique in several ways.  Each scholarship 
is offered exclusively to several demographics 
within the bleeding disorder community including 
women, men, caregivers, and inhibitor patients.  
The scholarship deadline is set for August - much 
later in the year than most other programs, 
allowing individuals ample time to complete 

the application.  Further, our streamlined 
application process allows interested parties to 
complete one simple application for multiple 
scholarships offered across three Matrix Health 
Group Companies (Matrix Health, Factor Support 
Network and Homecare for the Cure).  Finally, 
these scholarships can be utilized for not only 
tuition but also books, housing or any other 
justifiable college related expense.

Awards are based on criteria including, but not 
limited to academic merit, reference letters and 
essay.  A Scholarship Committee will review the 
applications and decide to whom the scholarships 
will be awarded.  Applicants are not required to 
be past, current or future customers of Matrix 
Health Group or its companies.

The application can be downloaded by visiting 
any of the listed websites or by contacting any of 
the following offices:

Matrix Health Group
Now Accepting

College Scholarship Applications!

Tim Kennedy Memorial Scholarship
Matrix Health
Two $1000 scholarships for MEN with hemophilia 

Tim Kennedy (1962-2011) 
was a tenured employee 
at Matrix Health Group, 
and a respected name 
in the bleeding disorders 
community.  Those who 
knew Tim remember him 
for his ability to make most 
anyone smile and share a 

hearty laugh.  Though life had dealt him a rough 
hand, Tim kept an air about him that was truly 
inspiring.  As a father and husband, the love he 
showed his two children and wife knew no bounds.  
As a friend, he was always ready to listen, share 
and comfort - most often with his signature sense 
of humor.  As a member of the bleeding disorders 
community, Tim was devoted to helping his peers 
look past their health conditions and enjoy every 
moment of life for all that it’s worth.

Joe Holibaugh Memorial Scholarship
Matrix Health
Two $1000 scholarships for MEN or WOMEN 
with hemophilia and an inhibitor

Joe Holibaugh (1971-2006) 
was one of the founding 
figures of Matrix Health 
Group.  Living with severe 
hemophilia and an inhibitor, 
Joe met many challenges. 
He faced these difficulties 
as opportunities to grow, 
embracing life fully with 

his entire being.  Joe worked hard to impart 
this approach to others, bringing many together 
with his unique style of wit and humor.  His work 
lives on in the hearts of his many friends and 
family who love him dearly.  Joe will always be 
remembered for his strength, love and resolve 
to make a difference for the bleeding disorders 
community.

www.matrixhealthgroup.com
877-337-3002 Toll Free

www.medexbiocare.com
800-963-6339 Toll Free

www.factorsupport.com
877-376-4968 Toll Free

www.homecareforthecure.com
877-836-7832 Toll Free
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Ron Niederman Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with hemophilia or 
von Willebrand Disease and their immediate 
family members 

Ron Niederman (1950-1999) 
was born when treatment 
for persons with bleeding 
disorders was largely 
nonexistent.  Many of his 
generation faced a lifetime 
of pain and a great struggle 
for better care, while fighting 
against stigma and prejudice 
associated with having HIV 

in the 1980s.  Living with severe hemophilia, Ron 
endured challenges well beyond that of most and 
faced each with grace.  He exemplified the meaning 
of compassion towards others, action in his words 
and deeds, and practiced more than preached what 
it meant to be an advocate.  He was a great friend 
and a trusted source of advice and wisdom to all 
that knew him.  Ron’s commitment towards the 
bleeding disorder community was surpassed only 
by his love for his family.

Mike Hylton Memorial Scholarship
Factor Support Network
$1000 scholarship for MEN with hemophilia 
or von Willebrand Disease and their 
immediate family members

Mike Hylton (1945-1998) 
was a man of great 
character and steadiness. 
Mike faced some of the 
most physically daunting 
and mortal challenges 
that people with severe 
hemophilia could 
encounter.  During the 

blood crisis of the 1980s, Mike met the challenges 
he faced with class and a concern for others not 
only in the bleeding disorder community, but also 
those affected with HIV.  He was a thoughtful, 
analytical and spiritual individual - patient and 
tolerant of others, but certainly willing and 
capable to express his opinions and beliefs.  
While some felt it was more important to speak, 
he knew that it was more effective to listen.  Mike 
found great comfort in his faith and family.

Millie Gonzalez Memorial Scholarship
Factor Support Network
Two $1000 scholarships for WOMEN with 
hemophilia or von Willebrand Disease

Millie Gonzalez (1953-2001) 
was a devoted wife and 
mother as well as a pioneer 
dedicated to advocacy, 
promoting the awareness of 
the unique struggles faced 
by women with bleeding 
disorders and those tasked 

with caring for an individual affected by a bleeding 
disorder.  She was married to Papo Gonzalez, a 
person with severe hemophilia and well known 
advocate in his own right, who passed prior to 
Millie.  She was a tireless advocate not only for 
women but also for persons of Hispanic heritage 
affected with bleeding disorders.  She fought for 
the inclusion of all persons with bleeding disorders.  
Although her nature was loving, compassionate and 
gentle, Millie had the heart of a tiger and fought 
each day for her own survival while inspiring those 
around her to achieve and succeed.

Mark Coats Memorial Scholarship
Homecare For The Cure
$1000 scholarship for MEN and WOMEN 
with a bleeding disorder and their 
immediate family members

Mark Coats (1956-1963) 
was just a child when he 
passed from hemophilia-
related issues.  He was 
born in an entirely different 
era of bleeding disorder 
treatment and was not 
able to live a near normal 
life as most people with 
hemophilia do today.  With 

his smiling eyes and sweet grin, we are reminded 
that every child deserves a chance to lead a full 
and happy life.  We look to Mark as a reminder 
of what living with a bleeding disorder was like 
not that long ago, how blessed we are to have 
the treatments we have today and just how 
important it is that we continue our quest to 
find a cure for hemophilia.
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We continue our tradition 
of bringing you the most 
comprehensive national 

bleeding disorders summer camp 
directory!

Use this list to identify a camp 
in your area.  Most camps are 
directed to children between 
the ages of seven and fourteen 
years old.  However, many camps 
also include a junior counselor 
leadership program, a number of 
camps open to entire family and 
even a camp just for adults!

Summertime is quickly 
approaching, so use this list to 
develop your camp “game plan.”  
Don’t miss out on the fun!

We try to include every camp 
across the nation; however, there 
is the possibility we may have 
missed one or two.  Let us know 
of any camp we failed to list and 
we’ll be sure to include it next 
year. 

If you are having trouble finding 
a camp in your area, check with 
your local chapter, hemophilia 
treatment center or a Matrix 
Health Group Regional Care 
Coordinator and we will help you 
locate a camp.

www.matrixhealthgroup.com
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Across Our Nation: 2015
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1. Alabama Camp Clot Not
June 20-25, 2015
Open to: Boys & 
Girls with a bleeding 
disorder, Carriers
Ages: 6-18
Location: Children’s 
Harbor - Mariner’s 
Adventure Camp 
Alexander City, AL
Contact: Amanda Jennings, Consumer 
Relations Manager, Hemophilia & 
Bleeding Disorders of Alabama, Inc. 
334-478-7822 
amandajennings.525@gmail.com
www.hbda.us

1. Alabama Camp Harvest 
    Family Camp
October 30 - Nov, 1, 2015
Location: Children’s Harbor
– Harbor Lodge 
Alexander City, AL
Contact: Amanda 
Jennings, Consumer Relations Manager, 
Hemophilia & Bleeding Disorders of 
Alabama, Inc. 334-478-7822
amandajennings.525@gmail.com
www.hbda.us

2. Alaska Camp Frozen Chosen
June 16-20, 2015
Open to: Boys & Girls 
with a bleeding disorder 
and their siblings
Location: Sutton, AK
Contact: John Palmatier, 
ED, 907-212-6711 
or 907-343-9232
alaskahemo@gmail.com
Colleen Thornsley, 
Camp Director 
Alaska 
Hemophilia 
Association and 
the Bleeding 
Disorder Center 
of Alaska 
907-212-6700

3. Arizona 
Camp Honor
June 1-6, 2015
Open to: Boys 
& Girls with a 
bleeding disorder, 
Siblings
Ages: 8-17
Location: 
Prescott, AZ
Contact: Josh Traulsen, 602-955-3947 
Josh@arizonahemophilia.org
Arizona Hemophilia Association
www.arizonahemophilia.org

3. Arizona Camp Hug
October 23-25, 2015  (Tentative)
Open to: Families in 
Arizona with a parent 
or child with a bleeding 
disorder
Ages: All ages
Location: TBD, AZ
Contact: Josh Traulsen 
602-955-3947 
Josh@arizonahemophilia.org
Arizona Hemophilia Association
www.arizonahemophilia.org

4. Arkansas Camp Aldersgate
July 26-31, 2015
Open to: Boys & Girls with a 
bleeding disorder, Carriers, 
Siblings
Ages: 6-16
Location: Little Rock, AR
Contact: Lara Lawrence, Arkansas 
Center for Bleeding Disorders
501-364-5961, lawrencelaral@uams.edu

5. Arkansas Camp Nopokamee
July 26-30, 2015
Open to: Boys & Girls 
with a bleeding disorder, 
Carriers, Siblings
Ages: 8-18
Location: C.A. Vines 
Arkansas 4-H Center; Little Rock, AR
Contact: Angela Dickens, Camp Co-
Director,  479-414-0150
angela.dickens@cvscaremark.com 
Angie Clark, Camp Co-Director
405-574-5832, angie1315@wildblue.net

6. California Camp Hemotion
June 14-20, 2015
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-14
Ages: 15-20 Jr. & Assist. Counselors
Location: Coarsegold, CA
Contact: Patrick Dunlap, ED
Hemophilia Foundation of Northern 
California, 510-658-3324
patrick.dunlap@hemofoundation.org 
www.hemofoundation.org

7. California Camp Arroyo  
     Family Camp
January 16-18, 2015
Open to: All family 
members affected by 
a bleeding disorder
Ages: All ages
Location: Camp Arroyo; Livermore, CA
Contact: Patrick Dunlap, ED
Hemophilia Foundation of Northern 
California, 510-658-3324
patrick.dunlap@hemofoundation.org 
www.hemofoundation.org

8. California HFNC BLeaders
May 15-17, 2015 Annual Retreat  
(Tentative Date)
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 13-18
Location: TBD, CA
Contact: Patrick Dunlap, ED
Hemophilia Foundation of Northern 
California, 510-658-3324
patrick.dunlap@hemofoundation.org 
www.hemofoundation.org

9. California Camp Blood 
     Brothers and Sisters
July 17-22, 2015
Open to: Boys & Girls with 
a bleeding disorder
Ages: 7-16
Location: The Painted 
Turtle Camp; Lake 
Hughes, CA
Contact: Linda Corrente, ED
 Hemophilia Foundation of Southern CA
www.hemosocal.org, 323-525-0440 
correntel@sbcglobal.net

9. California Inhibitor Family Camp
April 10-13, 2015
Open to: Families with a 
child (age 6-18) with an 
active inhibitor
Location: Painted Turtle 
Camp; Lake Hughes, CA
Contact: Comprehensive 
Health Education Services 
781-878-8561
info@inhibitorfamilycamp.org
www.inhibitorfamilycamp.org

10. California Camp Pascucci
June 15-20, 2015
Open to: Boys & Girls with a bleeding 
disorder, Siblings, Carriers
Ages: 7-15, Ages: 16-17 Jr. Counselors
Location: Big Bear, CA
Contact: Nooshin Kosar, ED, Hemophilia 
Association of San Diego County
619-325-3570
info@hasdc.org, www.hasdc.org

11. California Teen Leadership 
       Camp
July 17-20, 2015
Open to: Boys & Girls with a bleeding 
disorder, Siblings, Carriers
Ages: 15-18
Location: Yosemite National Park, CA
Contact: Nooshin Kosar, Executive 
Director, Hemophilia Association of San 
Diego County
619-325-3570
info@hasdc.org, www.hasdc.org

Camp Brothers and Sisters

Camp Pascucci

Camp Pascucci

Camp Frozen Chosen
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As a child, I remember this amazing place by a 
lake where I was finally like everybody else; a 
community focused around bleeding disorders 

that genuinely cared about me and understood what 
my life was like.  I was welcomed with open arms to 
this family bound by blood.  I missed several years, 
but every time I came back, it felt like I never left. 

When I was asked to run a disc golf program for 
camp, I was ecstatic that I could not only come back 
to the community that taught me some of my most 
important life lessons, but to give back to this family 
and share my love for disc golf.
 

What I 
experienced 
is not 
something 
that any 
language 
could put 
on paper 
and derives 
more into 
the realm of 
empiricism.  
Through 
the pain, 
exhaustion 

and determination, we impacted the lives of kids 
that were just like me. To try to put it into words is 
an insult because the most rewarding things were 
not the words that were said, but the smiles, laughs 
and sense of belonging that one would have to 
visually and emotionally experience to understand. 
 
Camp Freedom is something I will never forget and 
I know I have become a better man because of it.  
Nothing I can ever say will illuminate the experience 
of that week every year.  I am simply honored and 
humbled that I was given the opportunity to not 
only share the sport I love to the next generation 
of children with bleeding disorders, but to the 
family that so many years ago changed the life of 
an obnoxious, awkward and hyper-active, 8 year-
old boy who felt that he would forever be different: 
me.  Through camp, this community of love and 
acceptance turns an inescapable disorder into a 
family free from singularity and segregation, and 
truly makes having a bleeding disorder a blessing 
in disguise.

The Meaning of Camp
By Robby Bond

A Blessing in Disguise 
By Justin Bond

Camp - what does that mean to you? This 
term can mean different things to different 
people.  It can be a church camp, scout camp 

or a sports camp.  For a child with hemophilia, 
camp means a chance to be with others who share 
the same or similar conditions, have fun and even 
gain a sense of independence - all within a safe 
atmosphere.

My first 
memories of 
Camp Freedom 
include picking 
out my own 
bunk bed next 
to a new friend 
I met on the 
bus ride to the 
facility.  From 
there it was a 
week of non-
stop activities 
that included everything from swimming, fishing, 
arts and crafts and SO much more.  It was an 
environment with peers my age and older where I 
learned more about my bleeding disorder.  Obtaining 
the confidence to self-infuse, I was empowered to 
take more of a role in my own care.  Camp soon 
became the event that I looked forward to every 
year, even more than Christmas!  Every year I 
would lay awake the night before in anticipation of a 
weeklong event with friends I had not seen since the 
previous year. The friends and relationships I made 
as a camper are still intact today.

As an adult I am now an active member in the 
community and have the opportunity to plan 
and implement those camp activities to which I 
looked so forward to as a child.  The emotions and 
excitement I experienced as a camper are relived.  
The joy I see in our campers cannot be measured; 
and yes, even as an adult, I still lay awake the night 
before in anticipation of the week that lies ahead.

If it had not been for those that laid the path before 
me, I would not be in the person I am now.  My goal 
is to continue the magic that is camp and continue 
to pave the way for our future leaders.  Camp is a 
magical place where you can let down your guard 
and be yourself without worry of feeling different.  
Every child should experience this at least once.  
I guarantee once is all you need to become fully 
fledged into this family.
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12. Colorado Mile High Camp
July 12-17, 2015
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-17, Siblings - Ages: 7-14
Location: Rocky Mountain Village at 
Easter Seals; Empire, CO
Contact: Amy Board, Camp Director 
720-626-1263, info@cohemo.org
Colorado Chapter of the National 
Hemophilia Foundation
www.cohemo.org

13. Connecticut Hole in the 
       Wall Gang Camp’s Hero’s 
       Journey Program
Adventure-based wilderness program in 
the woods of Connecticut
General Sessions: 
June 21-27, July 1-7, July 10-16, 
July 19-25, July 29 - August 4, 2015
Open to: Campers with hemophilia
Ages: 16-18 (not yet in college)
Sibling Session: August 7-13, 2015 – 
Siblings of campers attending 
the summer camp program or of 
those who have attended the Hero’s
Journey Program
Ages: 16-18 (Not yet in college)
Location: Ashford, CT
Contact: Greg Yeager, 860-429-3444 
ext. 226, greg.yeager@
holeinthewallgang.org
www.holeinthewallgang.org

13. Connecticut Hole in the  
       Wall Gang Camp
General Sessions: June 12-18, 
July 10-16, July 19-25, 
August 7-13
Open to: Boys and Girls 
with bleeding disorders
Ages: 7-15
Location: Ashford, CT
Contact: 
860-429-3444
ashford@
holeinthewallgang.org
www.holeinthewallgang.org

14. Eastern Pennsylvania
       Chapter Family Camp at 
       Camp Kweebec
September 25-27, 2015
Open to: Families affected by a bleeding 
disorder in Eastern Pennsylvania
Location: Camp Kweebec 
Schwenksville, PA
Contact: Sarah Kluesner
Eastern Pennsylvania Chapter of NHF
215-393-3611
sarahk@hemophiliasupport.org
www.hemophiliasupport.org

15. Florida Camp Spirit
July 6-11, 2015
Open to: Boys & Girls 
with a bleeding disorder
Ages: 7-16
October 16-19, 2015 
Family Retreat
Open to: Families with
a bleeding disorder
Location: Camp Boggy Creek; Eustis, FL
Contact: Fran Haynes, ED
Hemophilia Foundation of Greater Florida
800-293-6527
info@hemophiliaflorida.org
www.hemophiliaflorida.org

16. Georgia Camp Wannaklot
July 5-10, 2015
Open to: Boys & Girls 
with a bleeding disorder
Ages: 7-12 Junior Camp
Ages: 13-17 Teen Camp
Location: Rutledge, GA
Contact: Kim Williams, 
kawilliams@hog.org
770-518-8272
Hemophilia of Georgia, www.hog.org

17. Hawaii Camp Koko Ohana
August 21-23, 2015 (Tentative)
Open to: Families of children with a 
bleeding disorder
Ages: All ages
Location: YMCA Camp Erdman Waialua, HI
Contact: Jennifer Chun
Hawaii Hemophilia Foundation
808-782-5506
hawaiihemophiliafoundation@hotmail.com

18. Idaho Camp Red Sunrise
June 25-27, 2015
Open to: Families 
affected by a bleeding 
disorder
Ages: All Ages
Location: Sawtooth 
Methodist Camp 
Fairfield, ID
Contact: Taryn Yates, ED, 208-344-4476
tmagrini@hemophilia.org, Idaho 
Chapter of NHF, www.idahoblood.org

19. Illinois Camp Warren Jyrch
August 2-8, 2015
Open to: Boys & 
Girls with a bleeding 
disorder or diagnosed 
carrier status
Ages: 7-17
Location: Camp Benson; Mount Carroll, IL
Contact: Lily Schwartz, Bleeding 
Disorders Alliance Illinois
312-427-1495, lschwartz@bdai.org 
www.bdai.org

Colorado Camp Mile High

Connecticut Hero’s Journey Florida Camp Spirit

I LOVE Camp
By	Osvaldo	de	Paz

I	love	camp!		Camp	has	been	an	amazing	experience	for	me.		The	first	year	
I	went	to	camp,	I	thought	that	I	wasn’t	going	to	do	anything	fun,	but	I	
was	wrong.		I	learned	how	to	self-infuse	and	now	I	do	it	without	asking	

my	mom	to	do	it	for	me.		At	camp	I	also	got	to	meet	people	with	the	same	
thing	as	me.		I	was	able	to	do	different	activities	at	camp.		For	example,	there	
is	hiking,	playing	in	the	pool,	tubing	and	so	many	other	fun	activities.		My	
favorite	activity	so	far	has	been	the	cave.		I	got	to	go	inside	a	cave	and	see	
bats.		It	was	an	amazing	experience.		At	camp	you	get	to	do	stuff	that	you	
couldn’t	do	at	home.		I	encourage	all	you	guys	to	come	and	have	fun	at	camp	
this	year.		So	come	on	and	join	the	hemophilia	camp!

Illinois Camp Warren Jyrch
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My Time at NACCHO
By Britnee Vieira 

  

With nearly 15 years’ 
experience with New 
England Hemophilia 

Association, I was excited to 
have the opportunity of planning 
our summer bleeding disorder 
camp.  I arrived in Phoenix for 

my very first NACCHO conference with no clue 
what to expect.  NACCHO, the North American 
Camping Conference for Hemophilia Organizations 
is a conference devoted to “…the work of bleeding 
disorder summer camps.  Designed by a planning 
team from across the country, NACCHO is facilitated 
by nationally known presenters and leaders from the 
bleeding disorder community who share useful camp 
resources and techniques.”

Having attended various conferences over the 
years, I had a picture in my head of what it would 
be like; however, I soon found the reality was very 
different.  Being my first exposure to this type of 
conference I soaked up every minute of it.  At most 

conferences, everyone sits around 
a table and learns about the topic 
at hand, but at NACCHO the 
interaction between the speaker 
and the participants make it 
entirely unique. The way NACCHO 
conducts its conference is more of 
a discussion with a subject matter 
expert rather than a lecture.  For 
me, this is the most interesting 

and effective way to learn new material as well as 
review previously learned material.

A vastly important part of the conference is about 
meeting all the people in attendance.  People who 
work with children and camp are a unique group that 
generally love to have a good time and NACCHO is 
a great opportunity to make important connections. 
It was an honor to be able to attend this conference 
and I very much hope to attend again.  The 
knowledge I have gained will remain in my personal, 
professional and camp life and my first experience at 
NACCHO will be something I look back on for years 
to come with many fond memories.

For information about NACCHO, please visit:
www.arizonahemophilia.org/naccho/

In 2001 at the age of 6, my son Dakota 
attended camp for the first time.  It was 
an extremely hard week for me since 

I was not able to see or speak with him, 
but when my husband and I picked him 
up, the joy he expressed as he described 
his experience was incredible.  Having the 
opportunity to go to camp and be around 
other children who had the same issues 
he had helped him realize he is not that 
different.  After that first summer he could not wait 
for the year to pass so he could go to camp again.

The counselors and medical staff are the most 
amazing people I have ever met.  The nurses helped 
my son learn how to infuse and when he had trouble 
infusing and became frustrated, they patiently 
worked and coached him until he succeeded.  
The staff has an amazing way of giving the kids 
confidence in everything that they do.  Dakota has 
grown very close with the camp staff and keeps 
in touch with them throughout the year.  He truly 
considers them his other “family.”

When it was time for Dakota to graduate from camp, 

to say it was difficult would be putting it 
mildly.  He had built such a strong bond with 
everyone, and so did we.  From the first 
time Dakota went to camp, he let everyone 
know that he wanted to be a counselor 
someday.  Last year that dream came true 
when he became old enough to spend six 
weeks as a Counselor in Training.  Attending 
camp as a camper made a huge impact on 
my son, so much so that he wanted to ‘give 

back’ in the same way.  A large part of the man my 
son is becoming is due to his experiences at The 
Double H Ranch, and I could not be more proud.  
Dakota is now 18 and this summer 
he will attend Double H Ranch as a 
counselor in training.

Believe me I know it’s hard to 
send your child away for 5-6 
days, especially when they have a 
chronic illness.  But if every parent 
could see the joy it brings to every 
child that attends, it would be the easiest decision 
to make.  So, make the easy decision and give your 
child the best experience of his or her life!

	 	 	 				My	Son	Dakota By Tina McMullen
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19. Illinois Marcus McClure 
       Family Camp Weekend
May 1-3, 2015
Open to: Families of children with a 
bleeding disorder, ages 6-10, who have 
not yet attended summer camp
Location: TimberPointe Outdoor Center 
Hudson, IL
Contact: Lily Schwartz, Bleeding 
Disorders Alliance Illinois
312-427-1495, lschwartz@bdai.org
www.bdai.org

20. Indiana Camp Brave Eagle
June 14-19, 2015
Open to: Boys 
& Girls with a 
bleeding disorder, 
Siblings, Carriers
Ages: 7-16
Location: North Webster, IN
Contact: Briana Vieke, Program 
Director, Hemophilia of Indiana, Inc.
800-241-2873, bvieke@hoii.org
www.hoii.org
www.campbraveeagle.org

20. Indiana Doug Thompson
       Teen Leadership Camp
A Traveling Adventure Camp
July 18-21, 2015
Open to: Young men 
with bleeding disorders
Ages: 14-18
Location: TBD
Contact: Briana Vieke, 
Program Director, Hemophilia of 
Indiana, Inc.
800-241-2873, bvieke@hoii.org
www.hoii.org

20. Indiana Camp Independence
July 26 – July 31, 2015
Open to: Boys & Girls with 
hematological disorders
Ages: 8-18
Location: Bradford Woods 
Martinsville, IN
Contact: 
Andrew Harner, LCSW
317-944-0115
aharner@iuhealth.org

22. Iowa Bleeding Disorder
       Summer Camp at Camp
       Tanager

June 14-19, 2015
Open to: Boys & Girls with a bleeding 
disorder and one guest per family
Ages: 6-17
Location: Mt Vernon, IA
Contact: Hemophilia of Iowa, Inc.
hemophiliaofiowa.org, 319-393-4007 or
Iowa Hemophilia & Thrombosis Center:
Michelle Krantz, RN, BAN
319-356-2890
michelle-krantz@uiowa.edu or
Karla Watkinson, RN, 319-356-4271
karla-watkinson@uiowa.edu

22. Iowa Family Camp at Camp 
       Tanager
August 8-9, 2015
Open to: Families with a 
child who has a bleeding 
disorder (ages 3-6)
Location: Cedar Rapids, IA
Contact: Hemophilia of 
Iowa, Inc., hemophiliaofiowa.org
319-393-4007 or Iowa Hemophilia & 
Thrombosis Center
Michelle Krantz, RN, BAN, 319-356-2890
michelle-krantz@uiowa.edu or
Karla Watkinson, RN, 319-356-4271
karla-watkinson@uiowa.edu

23. Kentucky Camp Discovery
July 19-23, 2015
Open to: Boys & 
Girls with a bleeding 
disorder, Siblings; 
Teens
Ages: 7-15, 16-17
Location: Cedar Ridge Camp; Louisville, KY
Contact: Ursela Kamala, ED
Kentucky Hemophilia Foundation
502-456-3233, info@kyhemo.org

23. Kentucky Center for 
       Courageous Kids
June 1-6, 2015
Open to: Boys & 
Girls with a bleeding 
disorder (Hemophilia, 
vWD, ITP, SCA)
Ages: 7-15
Location: Center for 
Courageous Kids 
Scottsville, KY
Contact: 270-618-2912
jayelynn@courageouskids.org
www.courageouskids.org

24. Louisiana Camp Globe
       Clotters
June 14-19, 2015
Open to: Boys & Girls with a bleeding 
disorder
Ages: 7-16
Location: Camp Whispering Pines
Independence, LA
Contact: Erica Simpson
225-291-1675, director@lahemo.org
www.lahemo.org

25. Michigan Camp Bold Eagle
Session I: July 12-16, 2015 Ages 6-10
Session II: July 18-25, 2015, Ages 10-13
Open to: Boys & Girls with a bleeding 
disorder
Location: Holton, MI
Contact: Tim Wicks
Hemophilia Foundation of Michigan
734-544-0015, twicks@hfmich.org 
www.hfmich.org

25. Michigan Eagle Outpost
       Traveling Camp
June 21-27, 2015
Open to: Boys & Girls with a bleeding 
disorder
Ages: 14-15
Location: Throughout Michigan
Contact: Tim Wicks
Hemophilia Foundation of Michigan
734-544-0015, twicks@hfmich.org 
www.hfmich.org

26. Michigan Eagle Expedition
July 27 - August 4, 2015
Open to: Youth from MI, IN, OH, WI
Ages: 16+
Location: Northern California
Contact: Tim Wicks
Hemophilia Foundation of Michigan
734-544-0015, twicks@hfmich.org
www.hfmich.org

27. Minnesota Camp Courage
       North
July 12-17, 2015
Open to: Boys & Girls with 
a bleeding disorder
Ages: 8-17
Location: Courage North 
Lake George, MN
Contact: Jim Paist, ED 
Hemophilia Foundation of 
Minnesota/Dakotas, 651-406-8655
hemophiliafound@visi.com, www.hfmd.org

28. Mississippi Camp Lake
       Stephens
June 15-20, 2015
Open to: Boys with 
a bleeding disorder
Ages: 7-17
Location: Oxford, MS
Contact: Rachel Henderson or Monica Price
601-984-2710, rhenderson@umc.edu

Indiana Doug Thompson Teen 
Leadership Camp

Indiana Camp Brave Eagle

Iowa Camp Tanager

Kentucky Camp Discovery
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W  hat is the best part of 
summer?  No school for 
most probably, but for me 

it is my bleeding disorders camp, Camp 
Freedom at Brandon Springs, Land 
Between the Lakes in Tennessee.

At Camp Freedom, you get to have 
fun like you have never had before.  
There you get to do archery, fishing, 
swimming, hanging out with new and 
old friends, gaga ball, disc golf and 
hiking.  On rainy days, you can go to 
the gaming room and play ping-pong 
and foosball.  I like to volunteer to show 
the new campers around.  Campers 
are chosen by age and gender 
and you will be with the same 
campers every year, which is 
awesome.

The infirmary is where you go 
to do your infusions or if you 
need first aid.  You have 
help there if you need it any 
time.  I have been a coach 
in the infirmary for three 
years because I have been 
self—infusing since I was 
6 years old.  When I went 
to camp for the first time 
when I was seven, and was 
able to show the nurse that 
I could infuse with little or 
no help, I got the ‘Big-Stick’ 
award.  Everyone can get this 
award once they can infuse 
themselves at camp.

You can earn many other awards 
while at camp like the ‘Best Camper 
Award’, ‘Best Attitude’ and ‘Most 
Participation’.  You can also earn 
awards for sports like archery and 
ga-ga.  I have earned an archery 
award three times, which is my 
favorite sport, and an award for disc 
golf last year, which is new at camp.

The experience at camp is like no 
other.  You can be yourself without 
worries and you have so many 
things in common with everyone 
that is there, whether they have 
a bleeding disorder or are in the 

community for other reasons.  
It is our world when we are 
there - we are normal at 
camp.  It is nice to not be 
labeled except for what you 
accomplish, your attitude or 
personality or anything else 

except your bleeding 
defect.  At home, I am the 
only one in my family with 
hemophilia and that makes 
it hard to fit in sometimes.  
We are a part of a great 
community and camp is 
a great way to keep our 
bond strong with one 
another as we grow and 
become blood brothers and 
sisters.

My	Camp
By Jeremiah (age 11)

Message from Mom:

Jeremiah looks forward to camp every year.  When camp is over, he is sad to see his friends go home but 
is always changed a little more and little more confident when he returns home.  He has learned how to be 
a part of such a great community and when our state annual meeting rolls around, he sees the same kids 
again and it is awesome seeing them reconnect with each other.  I love listening to him describe experiences 
he has at camp and how much fun he is able to have.  Camp Freedom is truly a blessing.
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29. Missouri Camp 
       Notaclotamongus
June 3-6, 2015
Open to: Boys & Girls with a bleeding 
disorder
Ages: 7-17
Location: Imperial, MO
Contact: Bridget Tyrey, 314-482-5973
www.info@gatewayhemophilia.org 
www.gatewayhemophilia.org

30. Missouri Camp H.A.W.C.
Camp for Adults
September 5-7, 2015
Open To: Adults 18+
Location: Potosi, MO
Contact: Jenny Massey 
618-806-1801
wwwcamphawc.org

31. Missouri MHA Wilderness 
       Camp
August 3-7, 2015
Open To: Boys & Girls with a bleeding 
disorder
Ages: 7-17
Location: Excelsior Springs, MO
Contact: Andrew Wilson, Camp Director 
816-302-6869, aswilson@cmh.edu 
or Mark Cox, ED, Midwest Hemophilia 
Association, 816-479-5900
www.midwesthemophilia.org

32. Montana/Wyoming Big Sky 
       Family Camp
June 19-21, 2015
Open to: Families or 
caregivers managing a 
bleeding disorder
Location: Fairmont Hot 
Springs; Fairmont, MT
Contact: Brad Benne ED
406-586-4050, brad@rmhbda.org
Rocky Mountain Hemophilia and 
Bleeding Disorders Association
www.rmhbda.org

33. Nebraska Camp CoHoLo
Session I - Ages: 6-11 
July 19-22, 2015
Session II - 
Ages: 12-17 
July 22-26, 2015
Location: Eastern 
Nebraska 4-H Center 
Gretna, NE
Contact: Anisa Hoie, RN, 402-955-3950
ahoie@childrensomaha.org
www.campcoholo.com

33. Nebraska - Family Camp 
August 21-23, 2015
Open to: Families 
with a bleeding 
disorder
Location: Eastern 
Nebraska 4-H 
Center, Gretna, NE
Contact: Kristi Harvey-Simi, Nebraska 
Chapter of NHF, 402-889-0572 
kharvey@hemophilia.org
www.nebraskanhf.org

34. Nevada Camp 
       Independence Firefly
August 11-15, 2015
Open to: Boys & Girls living in Nevada 
with a bleeding disorder, Siblings
Ages: 7-17
Ages: 16-17 Leaders in Training Program
Location: Camp Whittle; Big Bear, CA
Contact: Anne McGuire, 702-564-4368 
amcguire@hemophilia.org, Nevada 
Chapter of the NHF, www.hfnv.org

35. New England Hemophilia
       Association 23nd Annual
       Family Camp
July 21-25, 2015
Open to: Families with a bleeding 
disorder living in New England
Location: Geneva Point Center 
Moultonborough, NH
Contact: Heather Case, Program 
Director, New England Hemophilia 
Association, 781-326-7645
hcase@newenglandhemophilia.org 
www.newenglandhemophilia.org

36. New Mexico Camp Sangre 
       Valiente
June 8-13, 2015
Open to: Boys and girls 
with a bleeding disorder 
in their family
Ages: 7-17
Location: Fort Lonetree 
Capitan, NM
Contact: Jose Duran, 505-341-9321 
jose.duran@sangredeoro.org
Sangre de Oro, Inc., Bleeding Disorders 
Foundation of New Mexico

37. New York Camp High Hopes
August 2-8, 2015
Open to: Boys with 
a bleeding disorder, 
their male siblings 
and male family 
members of women 
with a bleeding 
disorder
Ages: 7-17
Location: Lowville, NY
Contact: Kathy Mott, Camp Co-Director
315-396-5644, mottfam@twcny.rr.com
www.camphighhopes.org

37. New York Camp Little Oak
July 25–August 1, 2015
Open to: Girls with 
a bleeding disorder, 
Carriers, Sisters of boys 
with a bleeding disorder
Ages: 7-17
Location: Lowville, NY
Contact: Hope Woodcock-Ross
Health Director, 607-222-8412
hope-mw@hotmail.com

38. New York BDAN Family Camp
October 10-12, 2015
Open to: Families 
and Adults with a 
bleeding disorder
Location: Aldersgate 
Camp and Retreat 
Center; Greig, NY
Contact: Bob Graham, 315-396-2944
bobgraham04@msn.com
www.bdaninc.org

39. New York Double H Ranch
Session I: June 24-29
Session II: July 2-7
Session III: July 10-15
Session IV: July 19-24
Session V: July 27-Aug. 1
Session VI: August 4-9
Session VII: August 12-17, 2015
Open to: General Sessions for Boys and 
Girls with bleeding disorders
Ages: 6-16
Location: Lake Luzerne, NY
Contact: Tara Bogucki
518-696-5676 x222
tbogucki@doublehranch.org
www.doublehranch.orgNew England Family Camp

New England Family Camp

New York BDAN Family Camp
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“We	come	from	the	mountains,
living	in	the	mountains.	

Go	back	to	the	mountains,
and	turn	the	world	around.”

(Clap!	Clap!		Clap!)

Singing coming from the seats in front of me 
woke me up on a late night flight home from 
California.  Obviously, Ryan and Lily were still having 
fun because of the new 
friends they made from 
the weekend.  I smiled, 
but felt tears coming down             
my cheeks.

Images from the past 13 
years flashed back through 
my mind.  I remembered 
how my world almost 
collapsed when my son 
Ryan, six months after 
birth, developed a huge 
hematoma in his right eye 
from a slight bump of his 
head on the crib.  Ryan bled 
for more than ten days while 
my husband and I waited 
desperately for a diagnosis.  
To this day, the image of 
Ryan with a bloody eye 
still wakes me up at night 
from time to time.  Ryan 
was eventually diagnosed 
with severe hemophilia A 
and later with inhibitors.  
In the years that followed, 
emergency room and 
operating room visits almost 
became a routine in our lives.  I often couldn’t 
remember how many ports Ryan had during that 
time, only to be reminded by counting the scars on 
his chest.  Because he didn’t respond to the immune 
tolerance treatments, Ryan kept bleeding in his 
joints, muscle, neck, and most scary of all, his 
spinal cord.

We were drained, helpless, and alone.  We didn’t 
know what the future would hold.  We were 
desperate to find other families we could talk to.  We 
learned about the Inhibitor Family Camp in 2012 and 
decided to give it a try, not sure how the experience 
would turn out.  We came back with full luggage: a 
Big Stick Award for Ryan for his first self-infusion and 

a list of families who rode the same roller coaster as 
we did and who taught us that there were no hurdles 
we could not overcome.  I made a photo book of this 
life-changing event and have formed a habit to open 
it whenever I need an extra dose of encouragement.

We have become loyal campers ever since.  This 
year we went to The Painted Turtle, a beautiful 

camp snuggled against 
the mountains of Southern 
California.  We met new 
families and reunited with 
old ones.  The children’s 
cheers and laughter echoed 
all weekend long in the 
mountains and on the lake. 
We the parents, gathered 
at evening parents’ café.  
There, we no longer felt 
lonely and helpless.  There, 
families from all over the 
country bonded together.  
There, we saw a future for 
our kids.  Our kids may not 
run as fast as others, but 
their journey through life will 
be as rich as anyone else’s. 

“We come from the Turtle, 
living in the Turtle.  Go out 
from the Turtle, and turn the 
world around.” (Clap! Clap! 
Clap!)  The kids’ humming 
of the camp song brought 
me back to the airplane ride.  
Our world has indeed been 
turned around - by Inhibitor 

Family Camp.  The world has become smaller 
because we have gotten to know families from other 
parts of the country; the world has become warmer 
because we no longer feel alone; the world has 
become brighter because we have built such strong 
community bonds.  Thank you, CHES, The Painted 
Turtle and the wonderful volunteers.  You have made 
us stronger.  We have a mission to accomplish and it 
is every bit POSSIBLE!

Sha Ha is a biochemist and a manager at Merck, focusing 
on vaccine research and development.  Her husband, 
Shuang Zhao, works for an intellectual property law 
firm.  They have a 13 year-old son, Ryan, who has severe 
hemophilia A with inhibitors.  They also have a 7 year-old 
daughter, Lily.  The family lives in Pennsylvania.

It’s All in the Perspective: A Mom’s View
              By Sha Ha
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40. North Carolina Camp
       Carefree
July 26 – Aug. 1, 2015
Open to: Boys & 
Girls with a bleeding 
disorder
Ages: 6-16
June 21-27 - Siblings, 
well children with a chronically ill sibling
July 19-25  - Well children with a 
chronically ill parent
Location: Stokesdale, NC
Contact: Anne Jones, 336-427-0966
carefreedirectors@gmail.com
www.campcarefree.org

41. North Carolina Camp Rainbow
June 14-20, 2015
Open to: Boys & Girls 
with a bleeding disorder 
treated by the Brody 
School of Medicine at 
East Carolina University
Ages: Kindergarten-18 
years old
Location: Camp Don-Lee 

Neuse River near Arapahoe, NC
Contact: Jacquelyn P. Sauls, MS, CCLS 
252-744-4102 or 252-744-3304
SaulsJ@ecu.edu

42. North Carolina
       Victory Junction
June 21-25, 2015
Open to: Boys & Girls with    
a bleeding disorder
Ages: 6-16
Location: Victory Junction 
Randleman, NC
Contact: Rebekah Hampton 
336-495-2019
rhampton@victoryjunction.org
www.victoryjunction.org

42. North Carolina Inhibitor
       Family Camp
October 16-19, 2015
Open to: Families with a 
child (age 6-18) with an 
active inhibitor
Location: Victory Junction 
Randleman, NC
Contact: Comprehensive 
Health Education Services 
781-878-8561
info@inhibitorfamilycamp.
org
www.inhibitorfamilycamp.org

43. Ohio Flying Horse Farms
Session I: July 6-11, 2015
Session II: July 14-19, 
2015
Open to: Hematology and 
Oncology patients
Ages: 8-15
Sibling Camp: June 14-
19, 2015
Open to: Siblings of 
children with diagnoses
Ages: 8-15

Family Camps: April 17-19, May 1-3, 
May 15-17, Sept. 11-13, Oct. 9-11, 
Oct. 23-25, 2015
Location: Mt. Gilead, OH
Contact: Olivia Miller, 419-751-7047
olivia@flyinghorsefarms.org
www.flyinghorsefarms.org

44. Ohio Camp Njoyitall
July 19-24, 2015  Ages 13-18
July 26-31, 2015  Ages 7-12
Open to: Current patients 
of the Cancer and Blood 
Diseases Institute at 
Cincinnati Children’s 
Hospital Medical Center
Location: Camp Joy 
Clarksville, OH
Contact: Karen Martin, 
Child Life Specialist or Heather Binning, 
Administrative Asst., 513-636-6569 
(NJOY), cbdi.camp@cchmc.org

45. Oklahoma Camp 
Independence

June 22-26, 2015
Open to: Boys & Girls with a bleeding 
disorder, Siblings
Ages: 7-17
Location: Camp Bond; Tishomingo, OK
Contact: Bob Goodley, 405-463-6634 
www.okhemophilia.org

46. Oregon Camp Tapawingo
August 2-8, 2015
Open to: Boys & 
Girls with a bleeding 
disorder, Siblings
Ages: 7-17
Ages: 17-19 Counselors in Training
Location: Falls City, OR
Contact: Madonna McGuire Smith 
Hemophilia Foundation of Oregon
541-753-0730
madonna@hemophiliaoregon.org

47. Pennsylvania Camp
       Hot-To-Clot
June 7-13, 2015
Open to: Boys & Girls with a 
bleeding disorder, Siblings, 
Children of affected adults
Ages: 7-17
Ages: 15-17  Leaders-in-
Training Program
Location: YMCA Camp Kon-O-Kwee 
Fombell, PA
Contact: Diane Standish, Hemophilia 
Center of Western Pennsylvania
412-209-7286, dstandish@itxm.org

48. Pennsylvania Camp
       Dragonfly Forest
July 21-26, 2015
Open to: Boys & 
Girls with a bleeding 
disorder
Ages: 7-14
July 5-10, 13-18, 21-26, 2015
Ages: 15-17 Teen Leadership Program
Location: Inhill Farm; Valley Forge, PA
Contact: 610-298-1820
info@dragonflyforest.org
www.dragonflyforest.org

49. Tennessee Camp Freedom
July 11-17, 2015
Open to: Boys & 
Girls with a bleeding 
disorder and carriers
Ages: 7-15
Ages 16-17 Leaders-
in-Training
Location: Brandon Springs Group 
Center; Dover, TN
Contact: Tennessee Hemophilia and 
Bleeding Disorders Foundation
615-900-1486, www.thbdf.org

50. Texas Camp Ailihpomeh
July 12-17, 2015
Open to: Boys with 
bleeding disorders
Ages: 7-14
Ages: 15-17 Leadership 
Program
Location: Camp John 
Marc; Meridian, TX
Contact: Sabrina Farina LMSW, Camp 
Co-Director, 713-500-8353
Sabrina.Farina@uth.tmc.edu

51. Texas Camp United Hands

July 12-17, 2015
Open to: Boys & Girls affected by a 
bleeding disorder
Ages: 7-17
Location: Carlsbad, NM
Contact: Yolanda Ortiz
yortiz.hoep@gmail.com, 915-859-6688
Hemophilia Outreach El Paso
www.hemoelp.org

52. Utah Camp Valor
August 3-6, 2015
Open to: Children 
with a bleeding 
disorder & carriers 
(ages 8-13)
Siblings of children 
with bleeding 
disorder (ages 10-11)
Children of affected parents (ages 10-11)
Location: Camp Wapiti; Tooele, UT
Contact: Scott Muir
smuir@hemophiliautah.org 
or Jan Western
western@hemophiliautah.org
801-484-0325, Utah Hemophilia 
Foundation, www.hemophiliautah.org

Oregon Camp Tapawingo

PA Camp Dragonfly Forest

18 Spring 2015 



The trip to the Painted 
Turtle was a wonderful 
experience for me.  

The best thing about it 
was that I felt a sense of 
belonging.  In normal camps, 
I always feel awkward, or 
held back because of my 
hemophilia.  I was different 

from everyone else and that created a barrier between other 
campers and me.  At the Painted Turtle, however, I was 
free!  I could do what I really wanted to do, instead of trying 
to act like a “normal” person.  I could talk to others about 
hemophilia as opposed to hiding it.  Everyone there had 
experienced the challenges of hemophilia and an inhibitor.  
That brought us closer together and allowed me to make 
many new friends.

The activities at the Painted Turtle were also amazing!  They 
had everything from fishing to woodshop to horseback 
riding.  There was a gym for the more active people, and 
a wide outdoor pavilion with arts and crafts for those who 
like to be indoors.  I loved the woodshop and the arts and 
crafts center.  They had such a wide variety of things to do.  
I could spend days there without ever getting bored!  At the 
woodshop, my mom and I worked hard on a Pinewood Derby 
car.  My mom had a great idea of making a painted turtle, 
and I turned it into a reality.  We called our car “The Painted 
Turtle,” feeling confident that it would be a great ride.  And 
it sure was!  At the Pinewood Derby where the whole camp 
gathered, each family participated in the race.  Creativity 
and competitiveness ran high.  Pun’s humorous commentary 
filled the room with laughter.  The competition was friendly 
but intense.  In the end, “The Painted Turtle” won!  That is a 
moment I will treasure for the rest of my life.

Finally, the trip would not have been the same without the 
wonderful people there at camp.  The CHES organizers, camp 
staff and activity pals were so nice!  In the woodshop, Pops 
was a big help.  He knew how to use the woodcutting tools, 
and helped me shape my derby car.  Pun’s puns filled my days 
with laughter and taught me many great life lessons too.  The 
family pals were like family.  Kelsie and K-Pod accompanied 
me everywhere and showed me where everything was.  They 
were like the big sisters I always wanted to have.  They made 
camp feel like a vacation home.

The three days at the Painted Turtle passed too fast.  As I 
waved good-bye to the red cabins, the warm California sun 
and the many new friends, I promised myself, “Painted Turtle, 
I WILL BE BACK!”

It’s All in the Perspective:
A Camper’s View

By Ryan Z. (age 13) 

It’s All in the Perspective:
A Sibling’s View

By Lily Z. (age 7)

This past April my family went to the 
Painted Turtle.  We went because my 
brother, Ryan, has hemophilia with an 

inhibitor.  My family and I had so much fun at 
the Painted Turtle.  I wanted to stay there for 
another week!

The activities were 
my favorite part.  
There was archery, 
boating, fishing, 
wood shop, arts 
and crafts, and 
horseback riding.  
In the evening, we 
also had a carnival 
and stage night.  
I liked all of the 
activities, but if 
I had to pick my 
three favorites, 
I would choose 
horseback riding, 
the carnival, and 
arts and crafts.  In 
horseback riding, we got to ride on a horse/
pony and go through obstacles.  The horse I 
rode was named Diamond.  In arts and crafts 
you could make almost anything you wanted.   
You could even decorate a rock and put it in 
the “rock garden.”  The carnival was so much 
fun.  There were fun games, dancing and 
even prizes.

Other things I liked about Painted Turtle were 
the weather and the cabins.  The weather 
was warm and breezy, perfect for a hike.  
The cabins were amazing!  They were nice 
and cozy.  Last but not least (which I thought 
was the best), was having the family pals 
and staff joining us.  They were helpful, 
funny, and kind.  “Pun” and “Pops” were very 
funny and exciting.  Kelsie (our family pal) 
was like a big sister.  We were sad she had to 
leave early.  “Pun” told very funny jokes.  For 
example, when I first met him he said that 
my mom was my older sister and that I was 
29 years old.  I had a very good time at the 
Painted Turtle.  I hope next year my family 
will come here again!
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53. Virginia Camp Youngblood
July 19-24, 2015
Open to: Boys and 
Girls with a bleeding 
disorder, Siblings, 
living in Virginia
Ages: 7-17
May 15-17, 2015 
Family Camp
Location: Camp Holiday Trails 
Charlottesville, VA
Contact: Camp Holiday Trails
434-977-3781
www.campholidaytrails.org
800-266-8438
info@vahemophilia.org

54. Washington Camp I-VY
July 20-24, 2015
Open to: Children 
affected by a 
bleeding disorder 
and their siblings
Location: 
Camp Huston
Gold Bar, WA
Contact: Luke Phifer, Camp Director 
Bleeding Disorder Foundation of 
Washington, 206-533-1660
www.bdfwa.org
general@bdfwa.org

55. West Virginia Camp
       HemoVon
June 15-19, 2015
Open to: Boys 
& Girls with a 
bleeding disorder
Ages: 7-16
Location: Camp Twin Creeks
Marlinton, WV
Contact: Anita Graham, 304-293-1205 
agraham@hsc.wvu.edu

56. Wisconsin Camp Klotty Pine
August 8-13, 2015
Open to: Boys & Girls with 
a bleeding disorder or 
diagnosed carrier status
Ages: 7-14 (Age 
exceptions will be made on 
a case-by-case basis)
Location: Wautoma, WI
Contact: Karin Koppen, 
Great Lakes Hemophilia Foundation
414-937-6782
kdaniels@glhf.org, www.glhf.org

Have you ever been to a camp before?  A 
hemophilia camp?  Camps can be very similar, 
but with a few key differences.  Hemophilia 

camps, unlike regular camps, teach you important 
life lessons you will need to know about your 
condition and yourself.

For many, the hardest part of camp is actually going 
there.  Most people know what they are comfortable 
with – staying home to read, watch T.V., sleep.  For 
many, going as a 7 year-old (or older) into a group 
of people you don’t know, not knowing what to 
expect and disconnected from home is a nightmare.  
It is vital that new campers know that everyone at 
camp wants them to have an exceptional time while 
they are there.  The best thing you can do is try it 
out.  Think of it as an experiment.

For the vast majority, this experiment worked quite 
well.  So well in fact, if you ask around you will find 
that many of the campers have been coming for 
years because they have made lifelong friends.  The 
friends made at camp will not be like other friends 
at school.  Camp friends will remember you the 
next year and the bond you make will be strong and 
unique.  I do not know of another place with such 
long lasting friendships where everyone has a similar 
condition.

Many people will want to be your friend and the 
health staff is no exception.  The health staff at 
camp is one of the most dedicated teams I have ever 
seen.  They are open nearly every hour and every 

single day at 
camp to make 
sure you get 
the treatment 
you need.  The 
medical team 
also helps you 
with one of the 
most important 
lessons you will 
have to learn 
as someone 
with a bleeding 
disorder - 
the ability 
to self-infuse.  After a week of camp, most have 
made progress to infusing their own medicine 
independently.

After a week of learning to self-infuse, enjoying 
camp activities, and exchanging phone numbers, it 
is time to go home.  Leaving camp can be sad, but 
it helps to know there will always be a next year and 
the opportunity to have another great time.

Bleeding disorder camps are unique because they 
provide a chance to meet and genuinely get to know 
new friends.  They allow campers to learn about 
themselves and their bleeding disorder, and feel like 
they are not alone with this condition.  Camp also 
teaches us to be leaders.  Bleeding disorder camp is 
one of the most distinctive places you will find.  I am 
very thankful I have.

A	Camper’s	Life	 	 By: Joe Gassiraro (age 15)

Virginia Camp Youngblood Camp I-Vy
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            By Taylor  H.
                   aka “T-Bone” (age 13)

 hen I think about camp, I think of fun activities, relationships, exercise, watching others grow, 
learning from others, and getting to know more about bleeding disorders.  By fun activities, I 

mean, games that people with bleeding disorders can play and most likely not get a bleed.  Some of the 
activities are gaga ball, archery, fishing, canoeing, swimming, bonfire, and gold rush.

Our friends at camp are our blood brothers and blood sisters.  The strong bonds we share cannot easily 
be put into words.  We just understand each other like nobody else can.  When we come to camp each 
year, we pickup our relationships right where we left off last year.  It’s like we were never apart.

We exercise at camp to strengthen our muscles and protect our 
joints so we don’t get bleeds.  We learn what exercises to do and 
how to do them correctly.  We also learn how to infuse ourselves in 
case we have a bleed.  When campers learns to stick themselves 
for the first time, they get an award called The Big Stick Award.

Now as one of the older kids, I enjoy seeing the younger kids 
learn, have fun and make new friends.  I look forward to becoming 
an “LIT” (Leader-in-Training) and eventually a camp counselor.

The counselors get to share their experiences so we can learn from 
them.  This is important because we all have similar experiences.  
Experiences that people who don’t have a bleeding disorder know 
nothing about.  We get to know more about our own bleeding 
disorder and the bleeding disorders of others.

Camping Cousins!
By Lily T. (age 13)

W hen I go to camp I feel like I’m home 
because we’re all surrounded by people 

that care about us and are just like us.  Every 
year I look forward to meeting new people and 
being with friends I rarely get to see.  At camp, 
I’ve had the opportunity to try new activities 
- my favorites are disc golf, gaga ball and 
canoeing.  I’ve learned so much about myself 
and others around me at Camp Freedom.  It’s 
without a doubt, a highlight of my summer!

By Brett P. (age 10)

P ersonally, I think 
Camp Freedom 

is the best camp you 
can ever go to.  You 
can learn a lot about 
hemophilia.  There are a 
lot of fun games to play 
like disc golf, gaga ball, 
basketball, archery and  
     swimming. I think 
           you should go.
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Big Stick Awards!



The first adventure I had at Camp Freedom was 
a little scary.  I remember it well; seven years 
old, a bit shy and wondering what I would be 

doing for the next week at camp. Because this was 
my first time being away from home for such a long 
period of time, I was quite worried, and eventually I 
developed a case of being homesick.  My counselors, 
now turned mentors, always made sure I was having 
fun and making new friends.  I remember looking 
up to all of my counselors as a kid and through my 
camp years have learned so much through so many 
different mentors I met at Camp Freedom.

Fast-forward to 2014, my first year as a Leader-
In-Training (LIT).  I now am able to make the 
same impact with my campers as my counselors 
had on me.  Camp Freedom has always been the 
highlight of my year, and the minute I get home, 
I start counting down the days until next year’s 
camp.  Camp has allowed me to meet many new 
people who have a positive influence on my life, and 
have helped me mature and become the person I 
am today.  I like to tell people I’m thankful for my 
hemophilia, because without it, I would never have 
gone to Camp Freedom, and I never would have met 
the people who I look up to as some of the positive 
role models in my life.  That’s what I strive for as an 
LIT; making a positive change on the campers I have 
the privilege of being with.  To not only incorporate 
having a great time, whether we’re eating lunch or 
swimming in the pool, but to teach them and mentor 
them on anything and everything they might ask.

And this goes both ways too, I’ve learned already as 
a first year LIT many valuable things from my young 
campers.  I look forward to watching them grow and 
mature into, eventually, counselors themselves.

Camp Freedom will always hold special value to 
me.  The nostalgia of simply thinking about all the 
fun times as a camper, and all the life lessons I’ve 
received have truly had a tremendous impact on 
shaping the person I am today.  Camp empowered 
me with the courage I needed to overcome the fear 
of giving myself a needle for infusions.  Camp has 
also given me knowledge on how to deal and cope 
with injuries, as well as how to deal with real-life 
situations.  I can’t imagine how a young kid with 
hemophilia could learn all of the needed information 
on dealing with their disorder properly without going 
to a hemophilia camp to learn all of it, plus having a 
blast while learning these important life lessons!

It is hard to imagine where I’d be in life without 
camp, I would probably feel isolated from others 
with hemophilia, would be inefficient at dealing with 
my hemophilia related problems, and would more 
than likely be making many mistakes in life because 
of the absence of any mentors and role models to 
guide me.  I give a lot of credit to the counselors 
and friends I’ve met at camp for helping me become 
the best version of myself as possible. Many nights 
were spent in my cabin where I was homesick and 
pretty quiet, but I always had my cabin mates to 
comfort me, and that went for everyone, we all 
stuck together, we grew together in the same cabins 
every year.  There were days where I was being 
stubborn or did not have a positive attitude on the 
activity we were doing.  But there was always a 
counselor to straighten me out with a positive chat, 
which eventually led to a drastic change in attitude, 
resulting in me becoming a better person.  Having 
the attitude of gratitude, and learning that patience 
is one of the most important practices to have in life 
are some of the many things I’ve learned from my 
mentors from camp.  

I sincerely thank every single counselor and fellow 
camper I’ve shared a cabin with.  Camp Freedom will 
always be home to me and I aim to making it home 
for the young campers I mentored as an LIT last 
year, and for the campers I will meet in the future.

Attitude of Gratitude
By: Josh Black (age 17)
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			There’s	No	Place	Like	Home

By: Danielle Flores, Camp Director, 
       Camp Notaclotamongus

In 2003, I had the privilege 
to start attending hemophilia 
summer camp in Lawson, 

MO.  My kids used to get upset 
when I told people that watching 
a child self-infuse for the first 
time was more impressive and 
special than seeing my own 
kids take their first step.  I 
mean, let’s be honest, kids are 
going to walk, it’s just a matter 
of when.  However, watching 
a kid as young as 7 years old 
take the first step in becoming 
independent is priceless.  In my 
opinion, there is no better place 
for a kid to learn independence 
and how to infuse than at camp, 
where there is not only lots of medical professionals 
there to supervise, but also his/her blood brothers 
and sisters to help encourage them, guide them and 
give them tips that the rest of the world who doesn’t 
stick themselves several times a week could ever 
know.  It is important for every child to feel loved 
and accepted and ‘normal’ in this world.  This need 
is magnified for children with a chronic illness.  I will 
never forget our first year of camp in St. Louis when 
one camper realized he was meeting other kids with 
hemophilia, just like him, for the first time.  Can 
you imagine going through life with such a feeling of 
being different and so alone in those feelings?  Camp 
satisfies that need.

There are all kinds of amazing facts about boys 
and girls who attend summer camp… they become 
more responsible children, they appreciate life at 
home more when they get back, they are more 
compassionate toward others and their whole 
world… I could go on and on, or you could visit 
sites like the American Camping Association’s (ACA) 
where they have done all kinds of studies of the 
benefits of summer camp...  OR, you could just take 
that leap as a parent, visit a camp, talk to a Camp 
Director, and reach out to a counselor to hear first-
hand personal stories about the camp your child will 
attend.  I promise you won’t be disappointed.

While each individual camp’s characters differ lightly, 
undoubtedly, the stories are all similar about passing 
swimming tests, making best friends, pushing past 
fears on the ropes course, making amazing plays 
during sports, having the coolest counselor that ever 
lived, shy kids being the best actors and actresses 
during skits, and the most special moments of all, 
earning the “Big Stick.”  It’s very difficult to explain 
how much happens and how much can change in 
just a few short days at camp.  I can say for certain, 
that the kids you bring us to camp on the first day 
will not be the same ones you pick up the last day.  
I’ve never seen this turn out for the bad, only for  
the better.

Ultimately, the choice to send your child to camp 
is best determined on an individual basis.  Not 
every boy or girl is ready at seven, but that doesn’t 
mean they will never be ready.  If you have the 
chance, attend an Open House at your camp and 
try to attend chapter events where your child can 
meet kids who will be attending camp.  These will 
not only ease your child’s fears, but yours as well, 
because admit it, you have them too!  And when the 
day comes that you drop your child off at camp, I 
promise you it will be much harder on you than on 
your child!  CAMP ROCKS!

Camp Notaclotamongus Staff Team

CAMP!
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California
Bobby Wiseman
On the crisp Sunday afternoon 
of December 6th, the Hemophilia 
Foundation of Northern California 
hosted its annual Holiday Party.  Over 150 
people were in attendance at this festive and 
family-oriented occasion.  In addition to having 
the opportunity to meet the chapter’s new 
executive director, Patrick Dunlap, community 
members were treated to a flavorful meal and 
delicious desserts, including tasty gingerbread 
cookies.  Children of all ages took part in 
holiday themed arts and crafts activities while 
other attendees reconnected and fostered new 
friendships in the foyer of Children’s Hospital 
Oakland.

Surprise, surprise…a visit from Santa and his 
helpers!  Gifts, generously donated by Bayer, 
were given to all the excited children.  Each child 
and teen walked away with a beaming smile 
on his or her face.  Everyone had a wonderful 
time celebrating both the holiday and the joyful 
gathering of families!

Idaho
Liselle Easto
Members of the Idaho 
Chapter of NHF gathered 
together on December 6th 
for the Annual Family 
Conference and Holiday Party.  
The event began with members 
completing registration, visiting 
vendor booths and enjoying a casual 
lunch. Opening remarks were made 
by outgoing President Shane Bell and 
Zack Walker, President Elect.  Some of 
the conference presentations included 

topics such as insurance, health care exchanges, 
and financial competency during difficult times.

When presentations wrapped up, members 
were treated to a slide show depicting various 
events of the past year.  Closing remarks were 
heard and the meeting adjourned.  Before dinner 
members were invited to visit vendor booths 
and learn more about our industry programs.  
After dinner a special visitor came to visit –jolly 
old Santa came to hand out presents to all the 
good children!  A wonderful time was had and 
members went home knowing more about 
insurance concerns and the Chapter’s upcoming 
happenings of the year.

Michigan 
Bonnie Culver
The Hemophilia Foundation of 
Michigan hosted its Annual 
Holiday Party at Troy High School 
on Saturday, December 6th.  The event is for 
Michigan children with bleeding disorders and 
their families. Highlights of the party included 
lunch, making crafts with the Troy High School 
Project L.E.A.D., and a very special visit from 
Santa who arrived with gifts for the children!  
With over 115 people in attendance, this fun 
event was a 
huge success!  
A big thank 
you to the 
awesome 
staff of the 
Hemophilia 
foundation of 
Michigan for 
hosting this 
lively event!

  Matrix
 on the Move!
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South Carolina
Peggy Gay
The South Carolina Hemophilia Chapter held 
their The Lights Before Christmas Holiday 
Celebration on December 6th.  The evening 
featured music, raffle gifts and a thrilling 
visit from Santa with gifts for the children at 
the Riverbanks Zoo and Gardens located in 
Columbia, South Carolina.  The highlight of 
the evening was a stroll through the zoo to 
experience the annual light show featuring 

nearly one million 
twinkling lights and 
many animated images.

Our community 
members always 
eagerly anticipate this 
illuminating event.  
Thank you to the South 
Carolina Hemophilia 
Chapter staff for hosting 
this joyful celebration!

Virginia
Terry Stone
Nothing heralds in the 
holiday season like 
decorating the tree, 
making cookies and 
listening to the melodies 
of the season.  Well, the 
Hemophilia Association of 
the Capital Area (HACA) 
decided to bring back 
a holiday favorite as 
members were treated 
to a live performance of 
A Christmas Carol at the 
historic Ford’s Theater in Washington D.C. on 
Sunday, December 7th for the chapter’s Holiday 
Celebration.  This classic holiday favorite is an 
annual tradition among locals in the D.C. area, 
and this year’s performance didn’t disappoint.  
The classic story we all know and love, coupled 
with unique and ghostly theatrical wizardry to 
enhance the experience and spookiness of the 
ghost of Christmas past made for a truly magical 
experience.

Families were treated not only to a wonderful 
performance, but also the opportunity to 
make new holiday memories with their friends 
from HACA.  Having experienced so much 
together over the years, it was nice to enjoy a 
family outing with new holiday moments, kids 
laughing, adults hugging and the magic of the 
message A Christmas Carol brings to us all.

California
Marina Vera
The Hemophilia 
Foundation of 
Southern California 
held its Holiday 
Party for Los 
Angeles County on 
December 13th at the Westminster Presbyterian 
Church in Pasadena.  Judging by the big smiles 
on all the faces everyone was happy to enjoy a 
beautiful day together in sunny California!  While 
enjoying the potluck dinner featuring delicious 
tamales, everyone joined in singing holiday 
songs.  Once the children spotted the giant 
gingerbread cookies at the Matrix Health Group 
booth, they gathered to do their own decorating.

As the kids cheerfully worked on their cookies, 
they asked if I would return again next year to 
do more do arts and crafts with them, and every 
year I tell them I wouldn’t miss this event for 
the world!  Soon it was time to sing a song to 
welcome Santa who arrived with a big HO! HO! 
HO!  The families of Hemophilia Foundation of 
Southern California look forward to this event 
each year, and so do we!

Illinois
Eva Kraemer
The Bleeding Disorder Alliance Illinois (BDAI) 
celebrated their annual Holiday Party on 
Saturday, December 13th at the William Tell 
Holiday Inn in Countryside, Illinois.  About 

75 bleeding disorder 
community member 
family and friends created 
homemade ornaments 
and decorated 
cookies to their 
taste buds’ 
delight.  Santa 
made a special 
appearance to 
spread cheer 
to one and all, 
and posed for 
keepsake photos 
to be cherished 
for years to come.
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Nick & Michelle Stielper 
at Ford’s Theater, 

comparing beards with 
Abe after the show

Eva Kraemer sharing 
holiday spirit with 

Dylan and Teresa G.

Reagan and Sarah Beth 
take in the beautiful 

lights.



As an inviting fire burned at the hearth, a buffet 
was set up in the dining room.  Guests feasted while 
carolers sang songs of good tidings and cheer.  I 
was jubilant to have been able to spend time with 
community families, sharing stories from the year 
gone by while looking forward to a very happy and 
healthy 2015.

Virginia
Terry Stone
Advocates from 
the Virginia 
Hemophilia 
Foundation joined 
together over 
the Martin Luther 
King holiday 
weekend January 
18-19 to prepare 
for Richmond 
Advocacy Days in 
Virginia.  On MLK 
day, they rallied 
on the hill to share 
stories with their 
legislators, while 
educating them on 
issues that matter to 
the bleeding disorder 
community.

The families joining 
this advocacy effort came from a variety of personal 
experiences, both in their journey of living with a 
bleeding disorder and advocacy efforts, yet it was 
understood their participation mattered - really 
mattered!  From the new families who are still 
navigating their way around to those families who 
are seasoned pros, all did their part to ensure the 
needs of the bleeding disorder community were well 
communicated to our legislators who make decisions 
that affect our daily lives.

Together the Virginia Hemophilia Foundation’s Kelly 
Waters, Executive Director and Heather O’Conner, 
Chapter Administrator along with Becky Bowers-
Lanier, VHF’s Advocacy Consultant, planned a 
wonderful weekend event prior to the visits on the 
Hill.  Becky briefed the advocates, followed by a few 
guest speakers and a lovely family dinner.  One of 
the most memorable presenters was Rich Pezillo, 
Director of Communications for HFA, who shared 
the poignant history presentation created by HFA, 
which chronicles OUR history from the darker days 
to the inspiring present.  It truly set the mood and 
gave everyone a sense of purpose.  The teens were 
treated to their own program with a special video 
game truck and lots of quality time talking about…
well, they wouldn’t tell us, but I am sure it was very 
cool!  When it came time to meet their legislators, 
they were all business - well dressed, very prepared, 
and making their own history.  It doesn’t get any 
better than that!

Florida
Peggy Gay

The Hemophilia Foundation of Greater Florida hosted 
a special Women’s Tea Luncheon for mothers and 
daughters with bleeding disorders on January 24th.  
Sponsored by CSL Behring, the tea party took place 
at Disney’s Grand Floridian Resort and Spa in Lake 
Buena Vista.  The ladies were treated to beautifully 
displayed salads and were spoiled with teacakes, 
croissants, fresh fruit, desert tarts and hot tea.

The event’s guest speaker, Dr. Irmel Ayala, Medical 
Director of Pediatric Hemophilia Treatment Center of 
All Children’s Hospital, spoke on Genetics for Women 
Who have a Bleeding Disorder or are Symptomatic 
Carriers.  A very interested crowd asked many 
questions helping to make this a very successful 
educational program.
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From parent to child - Terry Stone 
passing on the lessons of advocacy 
to her son as he prepares to meet

his representative.

Paul Brayshaw and Terry Stone Spend a 
moment with HFA’s Rich Pezillo.

Terry Stone and son Matthew visiting with 
Rich Anderson Delegate, 51st House District,

Virginia General Assembly.

Back: Mary Ann Cardenas, RN and Sara Bleattler, SW at 
All Children’s Hospital.  Front: Carol Wicker, Peggy Gay, 

Rachael Lapniewski, DJ Lapniewski.



Illinois
Eva Kraemer
Bleeding Disorders Alliance Illinois (BDAI) hosted 
its annual Advocacy Retreat on February 7 at 
the William Tell/Holiday Inn in Countryside, Illinois.  
There are many changes affecting the community 
with regard to the Affordable Care Act, whether 
someone has private insurance or now qualifies for 
either Medicaid or a plan on the Exchange.

About 25 people attended this event to better 
educate themselves about the changes to Illinois 
Medicaid. It now requires recipients to choose a 
plan that includes their primary care provider as 
well as their hematologist and any other specialist 
involved in someone’s care.  Keeping abreast of the 
new guidelines is extremely important; I appreciate 
the opportunity to attend so that I am better able to 
help the community make their transition as smooth 
as possible.

Tennessee
Stephen Lawrence, David Tignor

Pfizer and Matrix 
Health hosted a 
Certified Nurse 
Educator program at 
Legends Steakhouse 
in Smyrna, TN on 
February 28, 2015.

Linda Pollhammer, Nurse Educator Specialist, gave 
a presentation on “Constructive Conversations” and 
Andrew Berkowitz, Hemophilia Specialty Manager, 
presented information about Pfizer resources and 
products for the hemophilia community.

Linda had an interactive 
discussion about 
effective ways we 
can communicate.  
She taught us how 
caregivers can have a 
conversation with their 
children living with a 
bleeding disorder and 
medical providers.  
Examples of different 
scenarios were 
presented.

Following the program everyone enjoyed the social 
time together.

Minnesota
Eva Kraemer
“Diamonds to Denim” was the theme for the 
15th Annual Hearts of Hope Gala hosted by The 
Hemophilia Foundation of Minnesota / Dakota 
(HFMD).  About 175 guests spent a delightful 
evening on February 21st, donning denim, diamonds 
and everything in-between at the Radisson Blu Mall 
of America in Bloomington, Minnesota.  Dick Bremer, 
2013 Minnesota Broadcasting Hall of Fame Inductee, 
served as our Celebrity Master of Ceremonies and 
led us through the live auction as a delicious dinner 
was enjoyed by all.  Enthusiasm was contagious as 
people bid often and generously!

Executive Director, Jim Paist, along with HFMD staff 
and committee members hosted a lovely evening 
with abundant sponsors and philanthropic donors. 
This is an event to look forward to every year!
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Eva Kraemer (right) with Sue H., Joi H., and Diane G.

Dayton, Daniel and Robby stop 
by the Matrix Health booth.

David, Brett, Lily, Rachel G. and Rachel B. visit the 
Matrix Health booth.

Linda Pollhammer discusses 
effective communications

Lori K., Eva Kraemer and Annie H. looking glamorous!



In June 2015, the Supreme Court of the 
United States (SCOTUS) will issue a ruling 
that will have significant consequences for 

People with Bleeding Disorders (PBD) who are 
enrolled in Federal Exchanges of the Affordable 
Care Act (ACA).  At issue is the provision of the 
ACA that creates federally-run exchanges when 
a State does not establish its own marketplace.  
More specifically, the SCOTUS decision will 
determine the legality of subsidies available for 
qualified enrollees in the 37 States opting for the 
Federal Exchange.

The Congressional Budget Office estimates that 
13 million people will receive subsidies in 2016 
through a Federal Exchange.  Without a subsidy, 
these enrollees would lose an average of $4,700 
a year.  Enrollees who do not receive health 
insurance through an employer and who do not 
qualify for Medicare or Medicaid and earn less 
than $47,000 per year (income below 400% of 
poverty) are most at risk.

Six months after the ACA was signed into law 
by President Obama, PBD were finally able to 
achieve critical protections previously elusive, 
including the elimination of lifetime caps and 
preexisting condition exclusions, as well as 
extension of coverage for dependents to the 
age of 26.  The law broadened the number of 
employment opportunities for PBD, including 
small business vocations, non-profit work 

and income as artists and entrepreneurs.  
Employment by a state or federal government 
agency, and/or qualification for disability would 
no longer be a requirement for PBD to ensure 
access to health benefits.
 
The pending SCOTUS ruling will have a lasting 
impact on PBD.  If the decision is in favor of the 
subsidy, PBD will continue to maintain access to 
plans and providers as defined by the type of 
exchange available and specific State residency.  
Alternatively, elimination of the subsidies on 
Federal Exchanges will have a domino effect on 
other components of the law as well.

The individual mandate requires most Americans 
to have health insurance or pay a penalty.  In 
order to ensure access to coverage, the subsidy 
is available for those who are unable to afford 
their premiums.  Without a subsidy, families 
may face costs in excess of 8 percent of income 
making coverage unaffordable for many and 
potentially increasing the number of uninsured.

Consequently, a reduction in the number of 
insured people will have an impact on the 
regulatory requirements prohibiting insurance 
companies from discriminating against those 
with pre-existing conditions.  Without a broad 
insurance pool of healthy and sick people, 
the costs associated with comprehensive and 
essential health benefits becomes too expensive 

King v. Burwell: 
The Supreme Court and 

Affordable Care Act
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for those remaining enrollees when risk-sharing 
is reduced.

Employer based health insurance coverage is 
no longer a shackle since the ACA became law. 
PBD now have the freedom to pursue career 
endeavors with or without employer based health 
insurance.  Regardless of where insurance is 
obtained, PBD must remain engaged in U.S. 
Congress and State Capitals to guarantee 
our access to the providers, medications and 
therapies required to effectively manage our 
condition throughout our daily lives.  

About the Author

Paul Brayshaw graduated from The George 
Washington University School of Public Health in 
Washington D.C. in 2005, earning a Master’s in 
Public Health.  With a career spanning various 

roles in government and healthcare, Paul has 
been employed as a Legislative Assistant by the 
United States House of Representatives, and 
subsequently as a Program Analyst in the United 
States Department of Health & Human Services 
where he helped to administer compassionate 
payments to individuals who contracted HIV 
through contaminated plasma therapies, and 
to their eligible family members and survivors.  
Currently, Paul is employed as the Director of 
Healthcare Advocacy at Factor Support Network, 
a Matrix Health Group Company.  Residing in 
Northern Virginia with his wife and children, Paul 
also has severe hemophilia B.

To contact Paul Brayshaw: 202-271-4252
paulbrayshaw@factorsupport.com

The views expressed in this article are those of the author and 
do not necessarily reflect the position or policy of Matrix Health 
Group or affiliated companies.

1. White tags at top of slide are gone
2. Grab handles at top of slide are missing
3. Flames at base of slide colors are reversed
4. Aqua Glide logo colors are reversed
5. Straps are missing from vest of boy at bottom 

of slide
6. Adult’s blue vest is now aqua
7. Logo on boat is gone
8. Row boat on far right is a different color
9. Row boat on the far right is lower
10. Center support of slide is gone 
11. Oar is shorter
12. Vest at the top of the slide is a different color

3 5 7 9 2 4 1 8 6
8 4 9 1 3 6 7 5 2
6 2 1 8 7 5 4 3 9
1 6 2 5 9 8 3 7 4
4 8 3 7 6 2 9 1 5
9 7 5 3 4 1 6 2 8
7 3 6 2 8 9 5 4 1
5 9 8 4 1 3 2 6 7
2 1 4 6 5 7 8 9 3

6 3 4 9 2 5 1 7 8
9 8 1 7 4 6 3 5 2
7 5 2 3 1 8 4 6 9
2 7 5 1 9 3 8 4 6
1 6 8 5 7 4 9 2 3
3 4 9 8 6 2 5 1 7
5 1 6 2 3 9 7 8 4
8 2 3 4 5 7 6 9 1
4 9 7 6 8 1 2 3 5

Answers to puzzles on page 31
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April 10, 2015  Ohio
Northern Ohio Hemophilia Foundation
216-834-0051, nohf.org
NOHF Black & Blue Ball
Downtown Ritz-Carlton Ballroom; 
Cleveland, OH
Contact: Susan Moore 330-472-2289

April 11-12, 2015  Illinois
Bleeding Disorders Alliance Illinois
312-427-1495, bdai.org
Statewide Education & Fun Weekend
Chicago Marriott O’Hare; Chicago, IL
Contact: Eva Kraemer 608-852-3777

April 17-19, 2015  Michigan  
Hemophilia Foundation of Michigan
800-482-3041, hfmich.org
Springfest 2015
Bavarian Inn; Frankenmuth, MI
Contact: Bonnie Culver 517-525-4152

April 18, 2015  Pennsylvania
Eastern Pennsylvania Chapter
215-393-3611, hemophiliasupport.org
36th Annual Fashion Show
Whitemarsh Country Club;
Lafayette Hill, PA
Contact: Tina McMullen 484-942-4457

April 19, 2015 Indiana
Hemophilia of Indiana
317-570-0039, hemophiliaofindiana.org
Annual Bowling Marathon
Woodland Bowl; Indianapolis, IN
Contact: Enrique Morey 317-448-8814

April 19, 2015  Virginia
Hemophilia Assoc. of the Capital Area
703-352-7641, hacacares.org
Wine Tasting Fundraiser
Union Street Public House; Alexandria, VA
Contact: Paul Brayshaw 202-271-4252

April 25, 2015  Florida
Wingmen Foundation,352-219-0949 
wingmenfoundation.org
Orlando Classic Golf Tournament
Twin Rivers Golf Course; Oviedo, FL
Contact: Chad Brown 407-340-3684

April 25, 2015  Nevada
Hemophilia Foundation of Nevada
702-564-4368, hfnv.org
Spring Education Fest
Circus Circus Hotel; Las Vegas, NV
Contact: Gaby Griffin 626-278-7143

April 27, 2015  Tennessee
Tennessee Hemophilia & Bleeding 
Disorder Found; 888-703-3269, thbdf.org
Music City Golf Classic
Westhaven Golf Club; Franklin, TN 
Contact: THBDF Teresa Nothan 615-900-1486

May 2, 2015  California
Hemophilia Found of So. California
323 525-0440, hemosocal.org
Family Information Day
Knott’s Berry Farm Hotel
Buena Park, CA
Contact: Marina Vera 323-252-8682

May 2, 2015  Maryland
Hemophilia Foundation of Maryland
410-661-2307; hfmonline.org
Family Educational Dinner Night
Baltimore Marriott Inner Harbor at 
CamdenYards; Baltimore, MD
Contact: Terry Stone 703-795-6269

May 2, 2015  North Carolina
Hemophilia of North Carolina
800-990-5557, hemophilia-nc.org
Annual Meeting Educational Day
Holiday Inn Fayetteville-Bordeaux 
Fayetteville, NC 
Contact: Brad Nolan 704-806-0970

May 02, 2015  Tennessee
Tennessee Hemophilia & Bleeding 
Disorder Found; 888-703-3269, thbdf.org
Be A Factor 5K 
Loudon High School; Loudon, TN
Contact: THBDF Teresa Nothan 615-900-1486

May 5, 2015  California
Hemophilia Assoc. of San Diego County
619-325-3570, hasdc.org
Annual Golf Tournament for a Cure
The Crosby at Ranch Santa Fe, CA
Contact: Heather Messerly 619-787-0916

May 5, 2015  Pennsylvania
Eastern Pennsylvania Chapter 
215-393-3611, hemophiliasupport.org
Family Dinner
The Hilton City Avenue; Philadelphia, PA
Contact: Tina McMullen 484-942-4457

May 9, 2015  Ohio
Tristate Bleeding Disorder Foundation
513-961-4366, tsbdf.com
4th Annual Scavenger Hunt
The Holy Grail; Cincinnati, OH
Contact: Rania Salem 513-470-5500

May 16, 2015  Washington DC
Hemophilia Assoc. of the Capital Area
703-352-7641, hacacares.org
Family Education Day
Washington Marriott at Metro Center 
Washington DC
Contact: Paul Brayshaw 202-271-4252

May 17, 2015  Ohio 
Central Ohio Chapter
614-985-3752, nhfcentralohio.org
Dancing for the Cure Benefit
Ballet’s Performance Space; Columbus OH
Contact: Rania Salem 513-470-5500

May 22-24, 2015 Ohio
Central Ohio Chapter
614-985-3752, nhfcentralohio.org
Family Camp; Camp Akita; Logan OH
Sponsored by Matrix Health Group
Contact: Rania Salem 513-470-5500

May 30, 2015  Kentucky
Kentucky Hemophilia Foundation
502-456-3233, kyhemo.org
Kentucky Zoo Day
Louisville Zoo; Louisville Kentucky
Contact: Rania Salem 513-470-5500

June 5-6, 2015  So. Carolina
Hemophilia of South Carolina
864-350-9941, 
hemophiliaofsouthcarolina.net
Annual Meeting and Upstate 
Educational Day
Embassy Suites Golf & Conference 
Center; Greenville, SC
Contact: Peggy Gay 864-275-0246

June 8, 2015 Indiana
Hemophilia of Indiana
317-570-0039, hemophiliaofindiana.org
HOII Course to a Cure
Maple Creek Golf Club; Indianapolis, IN
Contact: Enrique Morey 317-448-8814

June 12-14, 2015  Tennessee
Tennessee Hemophilia and Bleeding 
Disorder Found., 888-703-3269, thbdf.org
Annual Meeting
The Hilton; Memphis, TN
Contact: THBDF Teresa Nothan 615-900-1486 

June 16, 2015 Illinois
Bleeding Disorders Alliance Illinois
312-427-1495, bdai.org
Driving fore Hemophilia
Ruffled Feathers Golf Club
Lemont, IL
Contact: Eva Kraemer 608-852-3777 
(Habla español)

June 19-20, 2015  Virginia
Virginia Hemophilia Foundation
800-266-8438, vahemophilia.org
Annual Meeting
The Hilton Garden Inn; Suffolk, VA
Contact: Paul Brayshaw 202-271-4252 
or Terry Stone 703-795-6269

June 19-21, 2015  Ohio
Southwestern Ohio Hemophilia Found.
937-298-8000, swohiohemophilia.org
Family Fest
Higher Ground Retreat Center
West Harrison, OH
Contact: Rania Salem 513-470-5500

June 20, 2015  Pennsylvania
Eastern Pennsylvania Chapter
215-393-3611
hemophiliasupport.org
BBQ Cook Off for a Cure
Hatfield American Legion; Hatfield, PA
Contact: Tina McMullen 484-942-4457

June 27, 2015  California
Central California Hemophilia Found.
916-296-9066, cchfsac.org
Family Education Day
Cal Maritime; Vallejo, CA
Contact: Gaby Griffin 626-278-7143

June 27, 2015  Ohio
Tristate Bleeding Disorder Foundation
513-961-4366, tsbdf.com
Family Education Day
Coney Island Waterpark
Cincinnati, OH
Contact: Rania Salem 513-470-5500

 Upcoming Events
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SuDoku!
Fill in the grid 
so that every 
row, every 

column, and 
every 9 by 9 
box contains 
the numbers
1 through 9.

5 7 2
1 7 2

6 2 8 3
2 4

8 7 2 1
9 6

3 9 4 1
5 8 3

5 8 9

6 5 8
8 1 6 3
5 3 8 4
7 6

8 9
3 1

6 2 9 8
3 4 6 9

4 6 5

T ime
for

FUN !
Playing in water is one 
of the best parts of 
bleeding disorder camp!

Compare these two 
pictures. Can you find 
the 12 differences? 
Answers are on page 29.
1.______________________
2.______________________
3.______________________
4.______________________
5.______________________
6.______________________
7.______________________
8.______________________
9.______________________
10._____________________
11._____________________
12._____________________
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